We sought to identify and understand the health care needs of young people living with HIV/AIDS, particularly in terms of their psychosocial well-being. We conducted a qualitative analysis of HIV-positive young people and their caregivers, focusing on the implications of an HIV diagnosis for health care needs.
Stigma was a recurrent issue that arose in the interviews conducted with the respondents, and it was evident that youths had been denied many rights related to health. We concluded that young people living with HIV need comprehensive care based on a human rights approach. In this regard, we offer some practical recommendations for health programs. ( ADOLESCENTS AND YOUNG people have specific needs with respect to their well-being, including issues related to their social integration, family life, education, and sexuality. 1, 2 Relatively few studies have focused on how adolescents living with HIV/AIDS deal with these needs, but there is evidence to suggest that these needs must be considered in providing care for this group. [3] [4] [5] [6] [7] Introduction of antiretroviral treatments and other types of resources, such as legal guarantees for access to treatment and protection against discrimination, can alter the way society deals with AIDS and its related stigma. 8 In Brazil, both strategies have been used and have been shown to have significant effects on prevention, access to counseling, and treatment. [9] [10] [11] [12] The policy of universal and free access to antiretroviral treatments in Brazil has resulted in a large number of HIV-positive youngsters receiving these treatments through public health care services. In 2004, of the 18 430 reported Brazilian children and adolescents 18 years or younger who had been diagnosed with AIDS, almost half were undergoing antiretroviral treatment. 13 In this context, comprehensive care of young people living with HIV poses a long-term challenge.
A group of health professionals, researchers, and activists working in the early stages of the national response to AIDS in the cities of São Paulo and Santos, which were epicenters of the epidemic in Brazil, decided to address the emerging issue of caring for young people living with HIV/AIDS. These professionals shared the assumption that an effective response to these youths' care needs would demand a joint effort on the part of different disciplines and sectors. In 2001, they joined forces in the Enhancing Care Initiative, an international scientific and technical cooperation initiative coordinated by the Harvard AIDS Institute and the François-Xavier Bagnoud Center for Health and Human Rights.
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The Enhancing Care Initiative in Brazil involved a multidisciplinary team of health professionals, including specialists in the fields of public health, epidemiology, infectious diseases, and pediatrics, as well as psychologists and a social worker. These individuals were involved with diverse institutions and sectors, including universities, hospitals, basic health units, health offices, and nongovernmental organizations.
The participants in the Enhancing Care Initiative recognized that the challenge was to achieve the highest attainable standard of health for young people living with HIV/AIDS; the focus was on provision of not only infection control but quality of life, with a particular emphasis on mental and social wellbeing. The objective of the study subsequently conducted by the initiative was to identify and understand the health care needs of young people living with HIV/ AIDS from their own and their caregivers' perspectives. Here we focus on HIV disclosure among young people from both of these perspectives and on challenges with respect to the socialization of these youths.
UNDERSTANDING THE NEEDS OF YOUTHS
We conducted interviews with people aged 10 to 20 years who were aware that they were HIV positive and with caregivers of other patients in the same age group who were not necessarily aware of their serological status. Participants were selected from 248 eligible patients from 5 HIV/AIDS service providers. Between September 2002 and March 2003, 35 interviews were conducted in a private setting in the health service once interviewees had agreed to participate ( Table 1) . The interviewers were physicians, psychologists, and social workers.
We defined the total number of individuals to be interviewed according to sufficiency criteria, that is, on the basis of an appraisal that a comprehensive frame encompassing our primary research question (What are the health care needs of young people living with HIV/AIDS from their own and their caregivers' perspectives?) could be drawn from the data. 15 The in-depth interviews focused on the following topics: school, friends, leisure time, the disclosure process, sexuality, plans for the future, and evaluation of health services. Given that such factors could potentially influence our findings, gender, age, mode of infection, and whether parents or caregivers were HIV positive (or, alternatively, whether respondents were residing with foster families or in institutions) were taken into consideration during the participant selection process. The interviews were treated as discourses; that is, responses were interpreted in a nonformal way with the aim of identifying how the narratives were structured, the facts and actions concretely referred to, and the associated values, beliefs, and feelings. 16, 17 In our hermeneutic approach, we also assumed that interpretation is always part of a broader understanding process, and thus any interpretation is deeply dependent on practical interests and theoretical frameworks.
We were guided by a framework based on the concept of vulnerability and attention to human rights. 18, 19 The starting point of a vulnerability analysis is a particular health disorder, and the goal is to identify, as exhaustively as possible, the physical, mental, or behavioral factors that may expose an individual to that disorder through risk assessments and other approaches. The next analytical step focuses on the collective level, which comprises 2 components. In the first component, the social dimension of vulnerability is considered, and the focus is on cultural, moral, political, economic, and institutional factors that may determine the means of exposure determined at the previous analytical level. The second component is program analysis, which examines the ways in which policies, programs, and services may interfere in these social and individual situations. A human rights perspective offers a solid reference for both of these components, in that it not only helps to identify situations involving social vulnerability to HIV/AIDS but also guides health service programming and evaluation toward these broader dimensions of health care needs (Table 2) .
20-23

YOUNG PEOPLE'S AND CAREGIVERS' COMMENTS
We summarize the data derived from our interviews in terms of 2 major themes. First, we focus on the process of disclosure from the perspectives of both young people and their caregivers, a crucial aspect of the narratives of each group in that it represents a meaningful connection between normality and "abnormality." Second, we raise relevant issues related to the daily challenges of living with HIV, both for young people and their caregivers, pointing out the links between vulnerability, human rights, and health care needs.
Disclosure and "Being Normal"
Most of the young people living with HIV who were interviewed had contracted the infection from their mothers and had reached adolescence because they were able to obtain medication through the country's policy of universal access. (In the passages to follow, respondents had contracted the infection from their mothers unless otherwise indicated.) In many cases, they grew to adolescence without being aware that they were HIV positive. For example:
I took medications and I associated them with the ads I saw on TV. I found out by myself, asking the woman who took care of us at the foster home. The caregivers' narratives indicated that delaying disclosure of infection was a common measure Disclosure was one of the most important moments in terms of realizing that "abnormality" was a possibility: being marked by a difference or by the possibility of segregation. However, a majority of the young people interviewed noted that the normalcy of their daily life depended on the strategies they used to protect their serological status. According to one respondent: A typical HIV disclosure scenario among children born with HIV is one that includes family members or caregivers and a health professional, and the encounter typically involves receipt of already foreseen information.
[She] told me. But, you know, I already suspected that I had some disease . . . didn't know the name of it. Then she told me the name of the disease I have, but then afterwards . . . it was OK. . . . She asked me, my sister, and my greatgrandmother to come into her office for a conversation. . . . She said she wanted to talk to me about my disease because I wasn't taking the medicine I had to take. (15-year-old girl) In most of the cases considered here, disclosure among young people who had been vertically infected occurred between the ages of 11 and 14 years. The aspects these adolescents valued most were the possibility of relying on their family's support and being informed in a clear and appropriate manner.
You have to talk about it correctly, go to the doctor together. . . . Hiding things makes things worse. At least I think so. Because I wouldn't like anybody to hide anything from me. If you have to say something, no matter how bad it is, say it now. (14-year-old girl)
The most difficult disclosure scenes, those involving the least support and the most negative effects, occurred among sexually infected participants in the oldest age group. For example: Some girls who had contracted HIV via sexual transmission were diagnosed during antenatal care. In such contexts, carelessness regarding the form of disclosure may occur, resulting in serious consequences.
Then she asked me to call my mother. . . . I took a seat, and she said [to my mother], "Well, your daughter is infected with the virus." "Who, me?" She said, "Yes, but you already knew." [I said] "I already knew?! How did I already know?" She said, "Oh, that's why you were taking so long to do the tests." That's how it happened. . . . Then I became desperate, I started crying, and she said, "It's no use crying now." (18-year-old girl) Becoming aware of their diagnosis places young people in a situation in which they must face the issue of whether to keep the diagnosis a secret from their friends. They face the dilemma of freeing themselves from this burden, coming to grips with the risk of possible rejection, or sustaining the burden and dealing with the losses this choice implies. That's why I don't make friends anymore . . . they say if they know someone in the group is infected, they won't even come near that person. (18-year-old girl, sexual transmission)
Living With HIV: Life Horizons and Challenges
The life horizons of these HIV-positive children and young people were, in many cases, unnecessarily and involuntarily restricted, especially before antiretroviral treatments became available in 1996. Negligence concerning material provisions is but one of many forms of discrimination that may affect young people's social, psychological, and physical well-being. In terms of these young people's sexuality, conflicts were evident between what would be technically adequate in terms of prevention and the fear, expressed by caregivers and health professionals, that dealing with sexual matters could be harmful to young people's psychosocial development. Frequently, the consequences were stigmatization and lack of clear information.
Then we said, "You are conscious of the fact that you're seropositive, you are aware of all of the difficulties that you face in life because you are seropositive. If you contaminate someone and don't tell this person . . . you will be prosecuted, you may even be arrested." So it isn't cruel to say this. . . . This is . . . reality. (foster home caregiver)
There are medications for not transmitting HIV. . . . The medication is something that the women take, I think they're pills, so she won't become pregnant. Often, these young men and women reported that they chose not to disclose their diagnosis to their relationship partners, indicating that they needed to trust people before they could disclose to them. Although surrounded by ambiguities and fears, the desire to start a family and raise children was often noted in the interviews. The prejudice encountered by the respondents, including their experiences at school, and concerns about their professional future frightened them and caused suffering. When confronted with inequity and discrimination, they tended to limit their plans for the future. I'm scared I won't have friends; they will put me aside, isolate me. (15-year-old boy) Concerns in the areas of discrimination at school and educational achievement were also in evidence in the comments of caregivers or guardians, from a very objective as well as symbolic point of view.
I had problems within a school, where the director knew [that my daughter was HIV positive], but not the teachers. Then, when that director left the school [she had also been in charge of administering the daughter's medication], the teachers found out about the medication and pressured the [new] director, saying "If the girl stays in school we're leaving." (stepfather of girl infected via mother-tochild transmission) Most of our children are not doing well at school. I don't know if it is because they are seropositive. Maybe it's because they were abandoned, maybe it's because of the situation they face, maybe it's because their mothers and/or fathers were drug users. (foster home caregiver)
In general, young people indicated that their relationships with health service providers and health professionals were positive, but some described situations in which they were stigmatized. The lengths to which this violation may extend are illustrated by the following narrative, in which a child was denied surgery on a discriminatory basis.
My son had a problem . . . his testes were inside his belly. . . . So he needed the surgery, to put his testes in place. . . . Then the doctor said "It's no use doing the surgery, he won't last that long." (adoptive mother of boy infected via mother-to-child transmission)
VULNERABILITY, HUMAN RIGHTS, AND CARE
The vulnerability and human rights approach we took here made it possible to search for and attempt to understand the effects of living with HIV on different aspects of young people's personal and social well-being, as well as the effects on their caregivers. We were able to identify key issues in the areas of policy and health care practice, especially policies and practices oriented toward psychosocial attention (Table 3) .
Stigma was a recurrent issue in participants' narratives, and types of stigma could be grouped into 2 categories: felt and enacted stigma. Felt stigma was characterized by subjective feelings of embarrassment associated with social discrimination and internalized as part of young people's identity. Enacted stigma, on the other hand, occurred when young people's rights were actively denied. 24 In both cases, the difficulties and challenges related to stigma provided an understanding of why, as discussed elsewhere, 25-29 the interviewees defined their lives according to the predisclosure and postdisclosure periods. Felt stigma was evident in caregivers' narratives in terms of their fears concerning young people's postdisclosure reactions: mismanagement of information, exposure to situations of discrimination, and placement of blame on parents, for example. In the young people's narratives, felt stigma was apparent in their fear that disclosure to friends or relationship partners would lead to isolation.
The power of enacted stigma was obvious in the accounts describing careless, untimely disclosures to young people who had contracted HIV via sexual transmission or through drug use. In  MULTISECTORIAL RESPONSES TO HIV/AIDS  Based on the Convention on the Rights of the Child, adopted by the United Nations General Assembly on November 20, 1989 , and enforced on September 2, 1990. Numbers in parentheses refer to the articles of the convention related to each human rights issue. addition, disclosure was typically postponed among children born with HIV, and thus these children and the older adolescent participants often were informed of their infection during approximately the same age range. Such findings highlight the fact that HIV-positive youths experience different forms of discrimination that have differing effects on their rights to health and quality health care.
Another aspect of negligence curtailing young people's rights is lack of social inclusion. Questions that need to be answered in relation to this issue include the following: When and how should young people reveal their HIVpositive status? To whom should they reveal it? What kind of support do they need in making this decision and following through? What resources are available to protect them against discrimination at school, in their neighborhood, or in their family? Where can they seek support? Who will identify and discuss with them unnecessary restrictions in their plans for the future?
With respect to sexuality, there was very little frank, objective, or practical discussion, and misinformation was even in evidence regarding fundamental aspects of prevention and reproductive life.
Most of our young interviewees reported planning to have children and families of their own, although none of them had had the opportunity to openly discuss these plans at home or with their health care providers.
TOWARD COMPREHENSIVE CARE
Some of the situations described here are certainly associated with the specific environment from which we gathered our data. However, the similarities between the difficulties and challenges reported by our respondents and those described elsewhere reinforce the assumption that the associations involving vulnerability, human rights, and health care needs observed here are comparable to those in other national contexts. In addition, studies have shown that although antiretroviral treatments are a necessary component of the care needs of young people living with HIV, their needs are by no means restricted to these treatments. On the basis of our observations, we offer the following recommendations for services and programs directed toward young people living with HIV/AIDS 30 :
1. Further research on multidisciplinary and multisectoral perspectives is required for a broader understanding of these needs and the efficacy and effectiveness of interventions, particularly intersectoral joint initiatives. In Brazil, the results of the Enhancing Care Initiative were presented for debate in an open seminar in July 2004 that involved health care professionals, AIDS activists, policymakers, and AIDS programs managers. In addition, these results have been disseminated in a special issue of an AIDS magazine 31 and have been distributed at no charge to health services and nongovernmental organizations throughout the country. We hope this initiative will inspire other similar efforts and contribute to enhancing the health care provided for young people living with HIV/AIDS in other countries.
